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BOTTOM LINE Telephone interviews were conducted with 17 families who had a family member
with mental retardation and/or problem behavior. Recommendations for future re-
search and training emerged from the interviews that focused on family perceptions
of problem behavior. Families defined problem behavior as either difficult or danger-
ous. They also shared details about the challenges they currently face, and made
suggestions about the kinds of information and other assistance might help them and
their family member with problem behavior.

Look for the reason or environmental factors behind a particular behavior, and
seek to modify the behavior based on this knowledge instead of placing blame
on the family.

Devise a structured, predictable daily routine for the person with the dangerous
or difficult behavior.

Create opportunities for people with problem behavior to

" communicate verbally or non-verbally with others.
establish friendships with people outside of the family circle.
make choices and experience the consequences of those choices.

Create opportunities for families, including parents and siblings, to
have access to support in managing daily routines, including weekends,
meals, and sleep-time.
expand relationships within the community.
make use of stress-management tools and techniques.




draw on the hopefulness of professionals and others with positive views,
who share the family’s experiences and vision for their family member with
problem behavior.

Consistent with state-of-the-art positive behavior support (PBS), teach the per-
son with the problem behavior new skills, make changes in his or her environ-
ment, and modify the consequences of both positive and negative behaviors.

KEY FINDINGS

Families shared challenges and successful approaches to dealing with their family
member with problem behavior, its impact on the family, and family needs for re-
sources and information about it.

Families perceived problem behavior as being either difficult or dangerous. Con-
trary to research expectations, families discussed difficult behaviors more often
than dangerous behaviors.

Problem behavior was defined as aggression towards others, property destruc-
tion, self-injurious behavior, or pica. (Pica is an at least one-month-long pattern
of eating non-nutritive substances (such as dirt, paper, or chalk.)

Parents described dangerous behavior matter-of-factly, saying that it was a
source of constant worry and fear, even when the behavior was uncommon.
Non-family members shared this perception.

Families saw difficult behavior as a non-stop, successful demand for attention.

Problem behavior brought out fear and worry among people who were or were
not family members. Difficult behavior also prompted concerns, embarrassment,
and/or annoyance in both of these groups.

Families want to learn more about why problem behavior occurs, how to reduce
or eliminate it, how to remain energetic in spite of day-to-day demands, and how
to be active advocates for family members with problem behavior.

Parents feel both empowered ands drained by their own advocacy efforts, but at
least half invested considerable time and energy into advocacy.

Families recognized a need for comprehensive support including
access to dependable, trusted, nonjudgmental reliable allies
structured routines in the home for the benefit of their family member with
problem behavior
enhanced verbal as well as non-verbal communication



enhanced verbal as well as non-verbal communication

an expanded circle of relationships for all family members

increased self-determination and possibilities for making choices for the per-
son with the problem behavior

stress management for parents and siblings

better information about problem behavior, positive behavior support, and
other relevant resources.

Telephone interviews of 30-120 minute duration were conducted by 3 interviewers
over 5 months with 17 families with a family member who had a disability and/or
had displayed challenging behavior.

The purposive, non-random sample of the participants in this study, which was part
of a larger study, was chosen from among people who lived in different geographical
locations. 15 mothers, 3 fathers, 1 sibling, and 1 friend/roommate participated in the
study.

Participants identified and described issues that were of importance to them,
thereby helping to develop new hypotheses for future studies.
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